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ABSTRACT 

This special edition of "The Networker" con tains 
several articles focusing on aging and cerebral palsy (CP). "Aging 
and Cerebral Palsy: Pathways to Successful Aging" (Jenny C. 
Overeynder) reports on the National Invitational Colloquium on Aging 
and Cerebral Palsy held in April 1993. "Observations from an 
Observer" (Kathleen K. Barrett) describes the development of a survey 
of older adults with CP. "A^ing with a Disability: Educating Myself" 
(June Isaacson Kailes) notes that living 20 or 30 years with a 
disability produces wear and tear on many body systems and lists 21 
areas of research need. "Personal Assistance Services" (April Marie 
Myers) describes a woman with CP's realization of the value of hiring 
a personal assistant. "Reflections on the Aging Process" (Maureen 
Arcand) discusses therapeutic developments in CP over the past 65 
years, explores ways to compensate for CP problems that multiply with 
aging, and encourages commitment to advocacy. "Social and Emotional 
Dilemmas Faced by Older Persons with Cerebral Palsy" (Gary B* 
Seltzer) di scusses age-associated changes in social relati on ships, 
ambulation and mobility, sexuality, fear about the future, and coping 
with life events. "Adults with Cerebral Palsy: Exercise and Fitness" 
(Margaret Turk) reviews the prevention aspects of regular exercise, 
focusing on stretching, strengthening, and conditioning. Other 
articles include "Old Dogs and New Tricks: My Struggle with 
Independence" (David Bauer); "Getting Older" (Michael B. Williams); 
and "Cerebral Palsy Academy To Stress Involvement of People with 
Disabilities" (Alfred L. Scherzer) . (JDD) 
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"When I was born almost 65 years ago, unexpectedly 
survived but then failed to develop as my grandmother kept 
saying I should, no one could tell my parents what to 
expect. In my fifties when I began to sense changes in my 
ability to do things I had always done, again no one could 
tell me what to expect as I aged with cerebral palsy." So 
writes Maureen Arcand (pictured at left) in Reflections on 
the Aging Process which appears on page 14 of this 
issue. 

Maureen participated in the National Invitational 
Colloquium on Aging and Cerebral Palsy, held in conjunc- 
tion with United Cerebral Palsy Associations' 1 993 Annual 
Conference in Alexandria, Virginia last April. Colloquium 
participants included medical practitioners, researchers, 
service providers and persons with cerebral palsy who 
were asked to synthesize existing knowledge and to make 
a series of recommendations for research, clinical practice 
and public policy. A preliminary report from the Colloquium 
will be disseminated in January 1994, and the full report 
from the Colloquium will be available by Fall 1994. 
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AGING AND CEREBRAL PALSY: 
PATHWAYS TO SUCCESSFUL AGING 

A Report on a National Invitational Colloquium on Aging and Cerebral Palsy— April 1993 



by Jenny C. Overeynder, ACSW 

Background 

In April, 1993, a group of practitioners, re- 
searchers, service providers and persons with 
cerebral palsy convened for two days in Alexan- 
dria, Virginia for a National invitational Colloquium 
on Aging and Cerebral Palsy. The Colloquium 
was an outcome of the efforts of a Task Force on 
Cerebral Palsy and Aging that was assembled at 
the request of the New York State Developmental 
Disabilities Planning Council (NYS DDPC) in 1 991 . 
Consultation with professionals and people with 
cerebral palsy in New York State as wefl as input 
from adults with cerebral palsy at four public 
informational meetings in the state had raised 
major concerns about changes in physical func- 
tioning for this population as they age. The Task 
Force found that little is known concerning the 
interaction of aging and lifelong cerebral palsy 
and that most of the information is anecdotal. 

The Task Force issued a report in 1992, I'm 
Worried About The Future: The Aging of Adults 
with Cerebral Palsy (Overeynder, Turk, Dalton & 
Janicki), which recommended that the NYS DDPC 
play a key role in facilitating and co-sponsoring a 
National Colloquium on Aging and Cerebral Palsy. 
The purpose of this Colloquium was to bring 
together experts from all parts of the country to 
discuss issues that are faced by persons with 
cerebral palsy as they grow older. Colloquium 
participants were asked to synthesize existing 
knowledge and to make a series of recommenda- 
tions for research, clincal practice and public 
policy initiatives to address pertinent aspects of 
the aging process faced by men and women with 
cerebral palsy. 

Adults and older persons with cerebral palsy 
played a key role in carrying out this endeavor, 
both in the planning stages as well as in their 
participation in the Colloquium. They contributed 
much anecdotal information and freely shared 
their personal experiences, thus adding legiti- 
macy and integrity to the process. The Task Force 
decided which topics were of most concern and 
identified and invited persons in the nation with 



reievant expertise to participate. United Cerebral 
Palsy Associations, Inc. (UCPA) extended an 
invitation to hold the Colloquium concurrently with 
its Annual Conference and Meeting in April 1993 
in Alexandria, VA. UCPA was also instrumental in 
identifying a significant number of persons with 
cerebral palsy, who were willing to contribute to 
the discussions. 

Financial support was received from the New 
York State Developmental Disabilities Planning 
Council, the National Institute on Disability and 
Rehabilitation Research, and the Administration 
on Developmental Disabilities. The Colloquium 
was sponsored by the Strong Center for Develop- 
mental Disabilities at the University of Rochester, 
the SU N Y Health Science Center at Syracuse, the 
Center for Therapeutic Application of Technol- 
ogy, SUNY Buffalo, the New York Institute for 
Basic Research in Developmental Disabilities, 
the New York State Office of Mental Retardation 
and Developmental Disabilities, the New York 
State Office for the Aging, Catholic Charities of 
Brooklyn, the New York State Office of Advocate 
for the Disabled, the Ontario Federation for Cere- 
bral Palsy, UCP of Queens, UCP of New York 
State, United Cerebral Palsy Associations, Inc, 
and the Waisman Center UAP of the University of 
Wisconsin-Madison. 

National Colioquium 

Fifty people attended the two-day event. 
Colloquium participants were divided into three 
groups: 

I. Oral motor functioning/nutrition/swallowing/ 
gastrointestinal functioning/communication; 

II. Motor functioning and other physical aspects, 
i.e. genito-urinary and reproductive issues/ 
assistive technology; and 

III. Psycho-social/life transitions/women's issues/ 
sexuality/health care access. 

Each of these topical groups was chaired by a 
person who had held several conference calls 
with the group prior to the Colloquium to develop 
an outline for the discussions and to prioritize the 
topics to be discussed. 
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The following questions formed the basis for 
the Colloquium: 

What is the current status of knowledge in each 
topical area? What are the gaps in that knowl- 
edge? 

What are age-related changes that are unaffected 
by the presence of cerebral palsy? 

What risk factors can cause the aging process to 
vary for persons with cerebral palsy? 

What are the major secondary conditions associ- 
ated with cerebral palsy in each of the topic areas? 

What treatment and intervention strategies are 
most used for the prevention of secondary condi- 
tions and age-related problems? 

What are the standards for best practices? 

What research strategies should be promoted? 

What are the implications for service, training and 
public policy initiatives? 

What are the major barriers to access to health 
care by adults with cerebral palsy? 

How can assistive technology contribute to solu- 
tions? 

The objective of these discussions was to sum- 
marize the state of knowledge, to identify avail- 
able "best practice" guidelines, to describe gaps 
between knowledge and practice, to present rec- 
ommendations in the context of these gaps and to 
identify the resources, funding and legislation 
available to implement the recommendations. 

General Recommendations 
The following recommendations were made: 

1. To develop apian that meets the needs of, and 
receives major input from, persons with cere- 
bral palsy; 

2. To establish a National Task Force to oversee 
the implementation of the Colloquium recom- 
mendations. This task force should have 
shared sponsorship, include a significant num- 
ber of persons with disabilities, and have an 
adequate representation of relevant agen- 
cies; 

3. To design and implement a health and wellness 
agenda that should include full access to ex- 
isting programs, emphasize self advocacy and 
optimal functioning, and enable independent 
living as much as possible; 



4. To develop educational materials to provide 
training and dissemination of information to 
health care providers, adults with cerebra! 
palsy and caregivers; 

5. To establish an information and referral net- 
work, including resource persons, across the 
country; 

6. To stimulate applied research, with emphasis 
on women's issues, best practice guidelines, 
and studies of life-long impact of early inter- 
vention strategies; 

7. To advocate for public policy changes to in- 
crease access to care and prevention of sec- 
ondary conditions; 

8. To establish linkages with professional, state 
and national organizations to stimulate those 
organizations to undertake activities address- 
ing the needs of older persons with cerebral 
palsy. 

Follow-up 

A detailed report of the Colloquium discussions 
is being prepared by the NYS DDPC Task Force 
on Aging and Cerebral Palsy and will be ready for 
dissemination early in 1 994. The findings will be 
presented by workgroup members and Colloquium 
participants at various state and national confer- 
ences. UCPA, Inc. will assemble a national steer- 
ing committee to begin the work of implementing 
the plan's recommendations. Briefings for legisla- 
tors and key representatives of national organiza- 
tions will take place in 1 994. 

Jenny C. Overeynder is Director of the Training 
Program in Aging and Developmental Disabilities 
at the Strong Center for Developmental Disabili- 
ties, University of Rochester, N. Y., and Co-chair, 
Task Force on Aging and Cerebral Palsy, New 
York State Developmental Disabilities Planning 
Council. 

For further information or a copy of the report, 
please contact: Jenny C. Overeynder, ACSW, 
Strong Center for Developmental Disabilities, 
University of Rochester Medical Center, 601 
Bmwood Avenue, Box 671, Rochester, N.Y. 
14642; Telephone: (716) 275-2986; Fax: (716) 
275-3366. 
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NATIONAL COLLOQUIUM ON AGING AND 
CEREBRAL PALSY RECOMMENDATIONS 



Prevention and Intervention 

• Involve persons with cerebral palsy in regular 
fitness program, as appropriate to their 
capabilities. 

• Promote clinical and self care practices that 
reduce or prevent secondary complications. 

• Create opportunities for comprehensive 
health care services for older adults with 
cerebral palsy. 

• Emphasize early detection of physical and 
psycho-social problems. 

• Provide support to promote options and 
choices for older persons with cerebral palsy 
with regard to their participation in community, 
leisure, civic and other activities. 

Training and Education 

• Provide training in currently available "best 
practices" to physicians and allied health 
care personnel. Develop guidelines for what 
constitutes best practices for this population. 

• Provide advocacy training to persons with 
cerebral palsy and their family members so 
they can be more effective self-advocates. 

• Provide training in appropriate assistive 
technology, as well as in psycho-social issues, 
faced by persons with cerebral palsy. 

• Make all training materials available in a 
variety of modalities (e.g., printed versions, 
video versions). 

• Establish a national information and 
dissemination network. Include persons with 
cerebral palsy who can act as role models 
and resources. 

Research 

• Advocate for research funding to investigate 
the cost-effectiveness of providing ap- 
propriate prevention services, rehabilitation 
therapies, and chronic care management 
services to adults and oider persons with 
cerebral palsy. 

• Advocate for research into the advantages 
and problems of managed care delivery 
models and their ability to provide effective 
preventive services. 

• Advocate for the funding of selected projects 
that focus on prevention. 



• Give priority to projects that have immediate 
and practical application for individuals with 
cerebral palsy. 

• Encourage research in: 

Effectiveness of traditional methods for pre- 
vention of secondary conditions 
Implications of interventions during childhood 
and adolescence on life-long functioning 
Epidemiology-related issues 
Gender- related issues 
Community supports (/.e., natural support 
systems as well as supports in the service 
sector) 

Oral-motor and gastrointestinal problems 
Dietary/nutritional management 
Management of bowel disorders 
Prevention of dental problems 
Management of incontinence 
Optimal sexual functioning 
Psycho-social implications of aging for per- 
sons with cerebral palsy 

• Develop epidemiological approaches to mea- 
sure the percentage of persons with cerebral 
palsy who are not receiving appropriate pre- 
ventive care. 

• Provide data to assist health care planners in 
the development of preventive services. 

Policy 

• Include persons with cerebral palsy and their 
families in all aspects of planning, evalua- 
tion, and decision-making. 

• Ensure that health care reform provides ad- 
equate coverage for adults and older per- 
sons with cerebral palsy. 

• Develop and fund at least two comprehen- 
sive centers of excellence that provide ser- 
vices, research and training in aging and 
cerebral palsy. 

• Develop a wellness educational model as 
well as an effective system to disseminate 
the information generated from that model. 

• Provide information about and access to 
appropriate assistive devices. 

• Develop a life-span approach in the service 
system. 
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OBSERVATIONS FROM AN OBSERVER 



by Kathleen K. Barrett 

The National Invitational Colloquium on Aging 
and Cerebral Palsy, held in conjunction with 
UCPA's Annual Conference, brought together 
individuals from across the country who have 
contributed their time and energy to this emerging 
area of study. There were fifty participants and 
several observers. I was an "observer." 

During the first session, both participants and 
observers introduced themselves. As the time to 
introduce myself neared, I remembered my expe- 
riences with the project. At the November 1987 
Annual Conference of UCPA of California, I sug- 
gested a study of aging in persons with cerebral 
palsy (CP). The subjects were to be persons over 
thirty years of age. ! wanted to know if the 
problems I was experiencing — aching joints, lower 
back pains, pinched nerves and a strained neck — 
were happening to other persons with CP. Did 
they experience feelings of depression? Did they 
have problems accessing the health care sys- 
tem? Did they have to constantly educate health 
care professionals? What exactly was going on 
with my fellow "baby boomers" with CP? 

In 1 987 also, I asked several people interested 
in the aging process and cerebral palsy to join a 
workgroup. My fellow members named our group, 
the "Barrett group." I really didn't like that name, 
but the "aging group" was worsel 

Our goal was to develop a proposal for funding a 
study of this subject Little was known and it wasn't 
an easy task, but we were all excited about exploring 
what we perceived as uncharted ground. Our study 
would not be patterned after a medical model. In- 
stead, it would be driven and designed by persons 
with cerebral palsy. The members of our workgroup 
were Margaret O. Murray, past President of UCPA, 
Inc.; Susan Fleischman, MSW, Program Director of 
UCP of Alameda-Contra Costa Counties; Ernest 
Weinrich, UCPA, Inc.; Jean Kohn, MD, School of 
Public Health, University of California at Berkeley; 
Robert Segalman, Ph.D., statistical researcher, and 
myself. Bob Segalman had written several articles 
on this subject, one of which had been published in 
Research Notes published by the UCP Research 
and Educational Foundation. Atthattime, I had been 
a volunteer for 1 1 years, serving on local and state 
UCP boards as well as on several national commit- 
tees. Ernie, Bob and I have cerebral palsy. Since 




Bob and I both worked for the State of California, we 
took vacation time to attend the meetings. Bob was, 
at that time, experiencing pain in his hip. 

Our group spent the first several meetings 
defining our universe. We would interview per- 
sons with CP over the age of thirty. How large 
should our sample be? Could we study both the 
physical and the emotional aspects? Did we want 
to ask about dental hygiene? 

We agreed that our initial study would focus on 
the aging process and the changes that occur in a 
person's health and physical status. We asked 
questions that would capture changes or difficul- 
ties in the following areas: health, physical abili- 
ties, sexuality, access to and use of health ser- 
vices, satisfaction with health care. Questions 
asked had to be worded so that the responses 
could be measured and studied. In a survey of 
persons with cerebral palsy such as ours, quanti- 
fying individual responses, which could be subjec- 
tive at times, would be difficult. 

We met regularly for five months. We debated, 
argued and then came to agreement. The sample 
group would be 1 01 adults with CP who were older 
than 30. The study would concentrate on individu- 
als known to the local affiliate: UCP of Alameda- 
Contra Costa Counties, located in Oakland, Cali- 
fornia. The decision to limit the study to one 
affiliate was difficult. Cost was a contributing 
factor in limiting our study. 

Another point of discussion was whether to 
seek federal funding. We decided to seek private 
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foundation monies, believing that it would be 
easier to keep the focus on what people with 
cerebral palsy are experiencing if the study were 
privately funded. Therefore, in May 1988, we 
submitted a proposal to the private, community- 
based Catherine Lyle Murray Foundation. 
Founded by Mr. and Mrs. Clark O. Murray, this 
foundation gives small grants to projects that 
enhance and enrich the lives of persons with 
disabilities. One of our workgroup members was 
Mrs. Margaret O. Murray ("Peg"), but this alone 
did not assure us of full funding. Our proposal 
asked for $1 1 ,300, a large amountfor this founda- 
tion. Funding of our project by their Board of 
Directors would mean others, no more or less 
deserving, would wait. 

In June of that year, UCP received official 
notice that we had received the full amount from 
the Murray Foundation. Kathleen Lankasky, Pub- 
lic Information Officer for UCP of Alameda- Contra 
Costa Counties, was hired to conduct the inter- 
views, and Roberta O. Grady, R.N., Ph.D., of the 
University of California at Berkeley was employed 
to direct the research and write the report. A 
questionnaire developed by Bob Segalman was 
the basis for the final study questionnaire. 

Although not required by the study design, our 
workgroup hoped that the study would result in an 
inservice training video being developed for health 
care providers and also that more articles, such as 
Bob Segalman's article on this topic in the Winter 

AGING WITH A DISABILITY: 

by June Isaacson Kailes 

(A shorter version of this article was published in 
the United Cerebral Palsy Associations' January 
1990 NETWORKER.) 

People with disabilities are now experiencing 
problems that combine those of aging with those 
unique to a life spent living with a specific disabil- 
ity. We have all been told, "As you get older, you 
slow down physically, and you can't do as many 
things as you could when you were younger." For 
most of us who grew up with a disability, who could 
not do as much as our peers without disabilities, 
this warning was rather meaningless. Others with 
disabilities who did listen to this warning certainly 
did not expect that the aging process would be 
accelerated. However, people with disabilities 



1 987 UCP Research and Educational Foundation 
Research Notes, would be written by adults with 
cerebral palsy. 

In May 1989, our study was completed and 
ready for presentation. With assistance from Jean 
Kohn, MD, and Margaret Murray, the Academy of 
Cerebral Palsy and Developmental Medicine al- 
lowed us an eight-minute time slot during one of 
the sessions at its annual conference in San 
Francisco in October 1 989. The sheer number of 
questions asked afterwards told us that we had 
indeed hit upon an area that needed further explo- 
ration. Now, three years later, there was a Na- 
tional Colloquium on Aging and Cerebral Palsy, of 
which Bob Segalman, Ph.D., and I were observers. 

And so, when I introduced myself atthe Colloquium, 
I simply stated my name and my affiliate. I couldn't 
put into words the enormous feeling of accomplish- 
ment I felt — not for myself, but rather for the five 
members of what we had named, in 1987, the 
"Barrett group." Thanks, Doctor Kohn, Susan, Ernie, 
Bob and "Peg." Thanks so very much. 

Kathleen Barrett recently retired from her posi- 
tion as Personnel Analyst for the California Per- 
sonnel Board. In addition to being a licensed glider 
pilot and freelance writer, she is also a recently 
appointed member of UCPA's Professional Ser- 
vices Program Committee, a current Board Mem- 
ber of UCP of Alameda-Contra Costa Counties, 
CA t and former member of the UCP of California 
Executive Committee. 

EDUCATING MYSELF 

are experiencing unexpected declines in their 
energy and activity levels as they age. We are 
exhibiting signs of aging earlier than people of our 
age without disabilities. Yet, existing public policy 
and health and human services are not dealing 
with this issue. 

When I , a person with cerebral palsy, would speak 
my concerns to friends who were medical profes- 
sionals, I felt that my descriptions sounded vague 
and slightly bizarre. When I explained, Tm not 
walking as fast, my balance is not as good, I have 
more spasticity and many more aches and pain," all 
I received were blank looks. I deckled to initiate my 
own informal survey of friends and colleagues with 
disabilities. My results confirmed that I was not 
alone. After careful review of my situation, I decided 
to seek some additional professional opinions. 
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Because I had work experience in rehabilitation 
and neurology, I felt confident that I could find the 
appropriate resources. I was wrongl The process 
was disconcerting, despite the fact that I live in Los 
Angeles, with its plentiful medical resources. I found 
doctors who specialize in children with cerebral 
palsy (CP), but I was not able to identify anyone who 
specializes in adults with CP. After a costly and 
probably unnecessary MRI of the brain, the advice I 
received from several health professionals was to 
concentrate on strengthening specific musctes. Other 
than that, no one had anything more definitive to say. 

I then sought the help of my out-of-town net- 
work and obtained names of additional profes- 
sionals. When a business trip took me to the city 
in which he practiced, I connected with the doctor 
whose name was most frequently mentioned. He 
had some very different but specific and helpful 
advice regarding energy conservation, exercise, 
and mobility aids. He felt muscle strengthening 
would not be that helpful because the unevenness 
in cerebral palsy comes from imbalance in the 
degree of damage in the brain's motor cortex. 
That is, the firing pattern of electrical impulses in 
the motor cortex is asymmetrical, and it is not 
going to change. Therefore I could strengthen 
muscles as much as I wanted, but eventually they 
would return to ^eing unequal in strength. In his 
opinion, the time and energy spent in exercising 
were not worth the very temporary, if any, results. 

At this point, I felt I had found some answers for 
myself. But if I , a disability policy specialist, had to go 
through this rather extensive search for advice and 
information, I wondered what was happening with 
others who were asking similar questions. I also 
wondered what would happen to the upper extremi- 
ties of others with cerebral palsy whom I sawwalking 
so slowly and laboriously on crutches. Was walking 
so supremely valued by the medical community, 
family, and society that the long-term effects of wear 
and tear on upper extremities were better ignored, 
desptetheconsequerx^ deterioration? 
Confirmation and Validation 

The publication of Roberta B. Trieschmann's 
(1987) important book, Aging With Disability, con- 
firmed for me and many others thai our concerns 
were real and legitimate. Trieschmann substanti- 
ated the issue that has become a reality for many of 
us: People with disabilities are now experiencing 
problems that combine those of aging with those 
unique to a lite spent living with a specific disability. 
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The combination of aging and disability is an 
unexplored, undiscussed, and unacknowledged 
area. Why is this such a new and unanticipated 
issue? I am told that in the past people with 
disabilities just never lived that long, and thus little 
is known about aging with an early-onset disabil- 
ity. My peers and I are the first generation of 
people with disabilities who are approaching middle 
age, retirement, and beyond in great numbers. 
People with disabilities have been taught how to 
live with a disability but not how to plan to age with 
a disability or how to prevent a disability from 
increasing via the aging process. 

Before the publication of Trieschmann's book, 
peer input was the only validation and support 
people with disabilities had to assure each other 
that the accelerated aging we seemed to be 
experiencing was something real. Her book also 
alerted disability advocates that we must make 
room for yet another issue on our already full 
advocacy agenda. We have to insist that health 
and social service providers allocate a substantial 
amount of effort to issues of aging with a disability. 

Trie sch man n correctly points out that many of us 
consider our disabilities to be static (spinal cord 
injury, polio, cerebral palsy, spina bifida). A progres- 
sive component to our disability was not anticipated. 
Now, however, we are experiencing the natural 
process of aging superimposed on other impair- 
ments that have imposed a range of physical, emo- 
tional and financial penalties on our daily lives. 

Apparently, the process of aging relates not only 
to chronological age but also the age at which one 
was disabled. Depending on one's lifestyle, genetic 
heritage, and type of disability, living 20 or 30 years 
with a disability produces wear and tear on the 
muscles, skeletal system, and other body systems. 
Most people with major physical disabilities of 30 
years' duration note some tenderness and soreness 
in joints, muscles, and tendons that have been 
carrying an extra load because of impaired physical 
functioning in other parts of the body. Heavy use or 
over use of certain body parts (e.g., one's arms) to 
compensate for tost motor ability in others (e.g., 
one's legs) can lead to problems over time. As 
people with disabilities age, the physical penalty 
appears to increase. 

The Absence of Rehabilitation Research 

Trieschmann explains that rehabilitation is not 
a high-prestige clinical specialty because it does 
not focus on dramatic new discoveries leading to 
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"cures." Nor does it focus on the development of 
new procedures that "solve" problems, as do 
specialties like surgery, cardiology, radiology, and 
oncology. In the medical research world, re- 
search focused on practical issues such as help- 
ing people with disabilities to lead more satisfac- 
tory lives is considered a "weak" science. More 
prestige is given to "hard sciences" such as cellu- 
lar, molecular, and biological research. 

Rehabilitation medicine continues to focus on 
management of newly acquired disabilities. Hence 
there is little knowledge to offer the person who 
lives with a long-term disability. The gap between 
the needs of people with disabilities who are aging 
and existing programs to help minimize the impact 
of the aging process is immense. Research on 
"living and aging with a disability" is a very low 
priorityl The only groups given the slightest atten- 
tion in the area of aging with a disability are people 
with spinal cord injuries or survivors of polio (e.g., 
Trieschmann, 1987). What about people with 
other types of disabilities? Future research in this 
area must be broadened. 

One way to accomplish this is to apply some of the 
core principles of the independent living movement. 
This movement emphasizes self-dirt Jtion and con- 
trol in contrast to more traditional model in which the 



"dient/patienf is highly dependent on experts. We 
ourselves accomplish service coordination to the 
greatest extent possible. People are not labeled 
"cases" to be managed, as in "case management." 
We are people who need to achieve and maintain a 
sense of empowerment in order to oversee our own 
service acquisition and coordination. To people with 
disabilities, playing a role in self-care is key. The 
authoritarian role of the physician in diagnosis and 
treatment is deemphasized. In the independent 
living movement there is a healthy distrust of the 
traditional belief that medical providers always know 
best. The movement challenges those doctors and 
other health professionals who have a tendency to 
be dogmatically prescriptive and judgmental in tell- 
ing people with disabilities what to do and how to live 
their lives. 

We must insist that factors that mitigate the effects 
of aging and earty-onset disability be studied and the 
findings then applied. The relationship between 
people with disabilities and their physicians, as well 
as other health professionals, must become a part- 
nership based upon mutual respect and shared 
problem solving. We with early-onset disability must 
make our needs known in the areas of service 
provision, research, education (especially preven- 
tion), and advocacy. 



********** 

Researchers and those who set research priorities must be convinced that people with disabilities are a 
large and growing segment of the population (because the population is aging and because people with 
disabilities are living longer) and that there is a great need for answers to questions like the following: 



Medical-Functional Research 

• What is the role of nutrition, exercise, stress 
management, and other lifestyle issues in ag- 
ing with a disability? 

• Does the presence of a disability accelerate the 
rate of aging or alter the manifestations of the 
aging process? 

• In what way do decades of living with a disability 
alter the general aging process from the course 
it would have taken in the absence of disability? 

• If aging is different as a result of disability, is the 
differenceageneralized syndrome thatcuts across 
most disabilities, or are there specific patterns or 
problems associated with certain disabilities? 

• Are the rates of aging and its manifestation differ- 
ent for those who acquire their disability in early 
adult years in contrast to those who acquired it in 
their later years, in childhood, or at birth? 

• What factors (e.g., amount and duration of 



extra labor, general state of health, genetic 
makeup) contribute to musculoskeletal deterio- 
ration in persons with early-onset disability? 

• Will examination of the medical records of those 
who have died after living with disability show 
that there is a combination of variables, a pat- 
tern, that differentiates long-term survivors from 
those who died early on? 

• Will the study of medical records, including 
radiological reports and films of people with 
disabilities, uncover short-term and long-term 
patterns of change? 

Questions Concerning Preventive Education 

• What proactive preventive steps could be taken 
early in life to prevent or slow the specific effects 
of aging with disability? 

• Is "use it or lose if a sound strategy, or would 
voluntary curtailment in the intensity and scope 
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of certain activities at an earlier age translate into 
fewer musculoskeletal difficulties in later years? 

• Are there trade-offs that need to be decided 
upon early in life -for example, choosing the 
rigors of walking with crutches or instead opting 
for use of a wheelchair to prevent upper extrem- 
ity muscle deterioration, particularly if one's 
career depends on upper extremity muscles? 

• At what point should a program to conserve 
energy or prevent increased disability start? 

• What is the effect of exercise on preventing 
increasing disability for specif ic types of disabil- 
ity groups? 

• Is physical conditioning more important for people 
with disabilities than for the general population? 
To what extent is a decline in energy and strength 
accelerated by performing repeated activities of 
daily living and mobility (which, for people with 
disabilities, are like athletic events) without being 
in proper physical condition? 

• Does active and consistent participation in sports 
for people with disabilities accelerate musculo- 
skeletal difficulties or slow them because of 
enhanced physical condition and health? 

Questions Concerning Nutritional Research 

• Do nutritional issues need increased attention 
for people with disabilities? 

• Would strategies followed in sports nutrition 
regimes have a positive or negative effect on 
people with disabilities? 

• Are peak performance diets even more rel- 
evant for people with disabilities, since living 
with disability often means continual body strain 



and stress? For example, those without dis- 
abilities who have been athletic all their lives 
and who have continued to eat properly seem 
to age less rapidly and are healthier than their 
nonathleticcounterparts. What implication does 
this have for people with disabilities? 

• What is the effect of excess body weight on the 
development of increased impairment? 

• Does a high fat, high protein, high sugar diet 
have greater impact on a person with a disabil- 
ity as opposed to others? 

• Is calcium supplementation even more impor- 
tant for people with disabilities than for the 
general population? 

Advocacy Issues 

In addition to demanding attention from the 
research community, we must also advocate that 
policy makers address the following issues: 

• Integrating an aging and disability focus into the 
practice of allied health professions. 

• Reworking and coordinating fragmented social 
legislation that, although not intended to, keeps 
people poor and requires that they remain so if 
they expect any assistance. 

• Demanding an array of community-based long- 
term services that embrace the values of empow- 
erment and self-determination and that assist us 
in continuing to work and to stay in our homes. 
The issue of community-based long-term ser- 
vices, although frequently viewed as just a senior 
concern, is our issue also. If ourfunction declines, 
we still want to work and to remain independent, 
free to manage our own lives in our own homes. 



In summary, our new awareness of the effects of aging with a disability is accompanied by an increasingly 
urgent need for information, answers, and services. We must be heard and must forcefully demand that 
medical, health, and social service providers, as well as public policy makers, devote time and dollars to 
filling the many gaps in knowledge and services surrounding the issues of aging with a disability. 
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PERSONAL ASSISTANCE SERVICES 



It would take 
almost twenty- 
five years for 
me to realize 
how unpro- 
ductive my 
philosophy of 
life was and 
how limiting 
my narrow 
view of 
independence 
would be to my 
future. 



by April Marie Myers 

I grew up believing that a disability was 
something that an individual had to over- 
come in order to be successful. I am a 
person with cerebral palsy who, as a child, 
saw only two choices of lifestyle for people 
with disabilities: Either you pushed your- 
self full speed ahead doing everything tor 
yourself, or you sat back and allowed 
othor people to attend to your needs. 

At a very early age, I decided to seek a 
life of independence through determina- 
tion and persistence. No matter how 
difficult the task was for me or how long it 
took me to complete, it was important to 
my fragile self-esteem for me to be able to 
proclaim that 14 ! did it myself." It would take 
almost twenty-five years for me to realize 
how unproductive my philosophy of life 
was and how limiting my narrow view of 
independence would be to my future. 

In my youth, my drive to achieve made 
me a strong student leader and helped me 
graduate from college with honors. It also 
gave me the desire and survival skills that 
allowed me to leave my family in Maine 
and move to Washington, DC. In Wash- 
ington, I was able to launch my career and 
experience living alone in my own apart- 
ment for the first time. 

In the eyes of my family, friends, and 
colleagues, I was the shining example of 
how mainstreaming could work and what 
people with disabilities could accomplish 
when they puttheir minds to it. I had all the 
basic components of a life that society 
expected from its non-disabled members. 

Perhaps even more important to me 
was the fact that I never asked anyone to 
help me. I was "Super-Crip" and, except 
for an occasional hug, I did not need 
anything from anyone. I appeared inde- 
pendent and strong to all of the people 
who passed through my life. 

Fortunately, my first job out of college 
was working for a Center for Independent 
Living as their Coordinator of Peer Coun- 
seling. This experience taught me some 
valuable lessons about the true meaning 



of independent living and enabled me to 
gain important insights into myself. 

The first thing that I discovered was that 
I can be a hypocrite. While I was effective 
in training other people with disabilities in 
how to be assertive and resourceful, I 
went home at night to struggle with mak- 
ing do for myself. Although I never defined 
the worth of the people around me by their 
quantity of physical accomplishments, I 
still viewed my personal independence in 
terms of finding a way to do everything for 
myself. 

Two and a half years later, I accepted a 
different position working for another Cen- 
ter for Independent Living. One of my 
responsibilities at my ne* ob was over- 
seeing Personal Assistance Services 
(PAS). I recruited and provided orienta- 
tions for people interested in working as 
Personal Assistants and maintained a 
PAS Registry. I also trained persons with 
disabilities on how to identify their needs 
for PAS and held workshops on how to 
manage Personal Assistants. 

I often worked more than forty hours a 
week, attended computer classes at 
night, attempted to go to the health club 
three times per week, and tried to keep a 
part-time boyfriend entertained. Even 
though life was busy, I seemed to be 
managing all right on my own — until I 
woke up late one Saturday morning and 
took a long, painful look at my apartment 

I first noted the table covered with pa- 
pers and unopened mail, then I surveyed 
the piles of laundry that had been strategi- 
cally placed to the sides of the room — out 
of my path of travel. As I made my way to 
the bathroom, I felt the dirty floor under my 
bare feet and tried to remember the last 
time I cleaned the bathtub. 

As a result of my "Super-Crip Com- 
plex," I confronted my mess by reaching 
the same logical conclusion that I had for 
the past three years: I immediately can- 
celled all of my plans in order to stay home 
and clean for the entire weekend. 

When I proceeded to the kitchen to 
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make a pot of coffee and find something 
for breakfast I was greeted by a sinkful of 
dirty dishes and an empty refrigerator. My 
environment appeared so depressing that 
I crawled back into bed in hopes that a few 
hours of sleep would make my life seem 
more manageable. 

As I lay in my bed unable to fall back 
to sleep, I realized that my present 
lifestyle was not working and that I had 
to make some changes. I wondered 
what to change and how would it 
improve my life. My first consideration 
was what I could give up in order to have 
the time and the energy to appropriately 
care for my home. 

Certainly, it did not make sense to stop 
attending the computer class which I had 
already paid for and was taking in hopes 
of reducing the time I spent on paperwork. 
If I no longer participated in aerobics and 
swimming, it would affect my health as 
well as my self-image. And I know myself 
well enough to know that sacrificing time 
with my friends would make me feel lonely, 
isolated, and depressed. 

Clearly, lowering my quality of life would 
not produce a positive solution, and I 
would never consider requesting assis- 
tance from a friend. After pondering my 
situation for a couple of hours, I discov- 
ered that my dignified answer had been 
sitting on my desk at work all of this time. 
I could hire a Personal Assistant from the 
PAS Registry. 

What a revolutionary concept for my- 
self I I would not be relying upon someone 
else to care for me, something that would 
make me feel like a burden. Nor would I 
be assuming a hopeless or helpless role. 
Rather, I would be hiring and paying an 
individual to assist me. 

I finally concluded that my indepen- 
dence and pride would be assured, as 
long as I was in control of the sen/ices. 
Besides, many of the most successful and 
productive people in the world have oth- 
ers perform time-consuming activities of 
daily living for them. 

I began to reminisce about the jewelry 
which my mother used to assist me with 



putting on and how my girlfriends in col- 
lege would help me with my hair before we 
went out on the town. Then, my thoughts 
turned to the holidays and the impossible 
task of wrapping gifts. 

it occurred to me that there could be a 
whole new world waiting around the cor- 
nerforme. I interviewed my first Personal 
Assistant a week later and spent the next 
year discovering the empowering role that 
Personal Assistance Services can play in 
my life. 

Initially, I thought of the routine house- 
hold chores which I would benefit from 
having assistance with. Later I developed 
a list of activities which were either impos- 
sible for me to do or were unsafe for me to 
attempt alone, such as cutting my nails, 
standing on a chair to change a light bulb, 
and lighting the pilot light in the oven. All 
these are essential duties which any self- 
sufficient adult must complete by one 
means or another. 

At this point in my life, the cost of a 
couple of hours per week of Personal 
Assistance Services has become as ba- 
sic an expense as food, shelter and trans- 
portation. 

April Marie Myers recently joined UCPA 
as Principal Trainer for Project PA SPOR T 
TO CHANGE, a three-year project to train 
persons with disabilities and their families 
to educate policy makers on the need for 
Personal Assistance Services. 



ADULTS BORN PREMATURELY 
HAVE STORIES TO TELL 

Seattle author is seeking adults, aged 30 through 60, who 
were born two or more months premature. Having been born 
very prematurely herself, the author will tell the stories of other 
adults who, despite poor odds, survived and are building 
fulfilling lives for themselves. 

Small Victories is intended to be a source of hope and 
inspiration for new parents whose babies have been born 
prematurely. If you would like to be interviewed or want to 
learn more about the book, please contact: 
Mary Lou Dickerson 
(206) 782-6129 
719 North 68th Street 
Seattle, Washington 98103 
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OLD DOGS AND NEW TRICKS: 
My Struggle with Independence 



Only after a 
long string of 
bloodied knees 
and severe 
headaches did 
I conclude that 
if Martha and I 
had any sort of 
future, we 
would not 
reach it riding 
bicycles. 



My resistance 
stemmed from 
a misguicsd 
notion of what 
independence 
is all about. 



by David Bauer 

When I was 14 years old, I wanted 
desperately to ride a bicycle. 1 spent 
months attempting to navigate my brother's 
bike down the cement driveway beside 
our house, butthe results were always the 
same. Pd glide a few feet, lose my bal- 
ance, fall, and scrape my knees or bang 
my head on the driveway. 

My determination stemmed not from 
a fascination with bikes, but from love. 
My neighbor Martha, also 1 4 years old, 
had suggested that I learn to ride so that 
we could take trips together. Only after 
a long string of bloodied knees and 
severe headaches did I conclude that if 
Martha and I had any sort of future, we 
would not reach it riding bicycles. 

At no time did it occur to me that a bike 
was simply faster and easier than walking. 
The technology embodied in a bike held 
little interest for me unless the rewards of 
that technology were immediate, tangible 
and achievable. Technology was simply 
ameanstoanend. Without Martha, I had 
zero interest in bicycles. 

In my mid-fifties, my balance and 
coordination deteriorated to the point 
that walking became extremely difficult. 
After several friends suggested that I 
rrvght want to find a surer and more 
comfortable way to navigate, I bought 
an adult tricycle. The tricycle has been a 
godsend, enabling me to go to muse- 
ums and movies with my wife, visit 
friends, go to the park to play chess, and 
engage in numerous other activities that 
I otherwise could not enjoy. 

So even the low technology embod- 
ied in a bike adds immeasurably to my 
quality of life. The bad news is that in 
both my teens and my fifties, I have 
rarely struck out on my own initiative to 
discover the technology that can play 
such a major role for a person with a 
disability. I thinkmy resistance stemmed 



from a misguided notion of what inde- 
pendence is all about. 

As an adult, I was content to look like 
a wounded duck as I walked around 
town because I was walking on my own. 
No training wheels, no tricycle, no Amigo 
for me, thank you very much. I'll do it on 
my own two feet. This, I thought, is 
independent living at its highest and 
purest form. 

The problem was that I was walking 
to an increasingly fewer number of 
places. And when I got to where I was 
going, I was tired, disheveled, and in a 
foul mood. My independence was pro- 
viding only the opportunity to sit home, 
logging more and more hours in front of 
the boob tube. Instead of opening new 
frontiers, independence was narrowing 
my horizons. 

The turning point came when I real- 
ized that independence doesn't neces- 
sarily mean that I have to do everything 
myself. Bikes, Amigos and any other 
convenience are OK, particularly if they 
take you farther and faster than your 
feet ever did. If none of my nondisabled 
friends thought they were sacrificing 
their independence by riding ratherthan 
walking, why should I? I don't know why 
I had such trouble with this concept, but 
hey, when you're busy being indepen- 
dent, who has time to think? 

David Bauer is an economist who, 
upon retirement from the U.S. Depart- 
ment of Treasury, was persuaded to 
work part-time as a Consultant on Aging 
and Cerebral Palsy for UCPA's Com- 
munity Services Division. 



Instead of opening new frontiers, 
independence was narrowing my 
horizons. 
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GETTING OLDER 

by Michael B. Williams 

My name is Michael B. Williams, I am 
fifty-four years old, and I have severe 
cerebral palsy that affects both my mobil- 
ity and speech. These are the bare-boned 
facts that have governed a life that has, up 
until recently, been relatively hassle free. 

As a young adult, I was almost never 
sick. The only contact I had with doctors 
was to get an occasional dose of antibiot- 
ics. These visits required only the briefest 
of communications that could be dashed 
off on a typewriter, at home, before my 
appointment. Turning forty, a minor trag- 
edy in most men's lives, was not a big deal 
to me. I still felt fine and was able to go 
about my daily routine and encounter 
relatively few minoi medical intrusions. 

Fffty has been another matter entirely. 
Before the big five-o, I was able to get 
around my house walking, using my elec- 
tric wheelchair only for going on long 
excursions outside my house. Of course, 
I would take an occasional tumble, but I 
would get right back up and go about my 
business. 

Hitting fifty has demonstrated that I'm 
not half the man I used to be. I have 
suffered several compression fractures to 
my back. These have necessitated re- 
thinking my mobility problems. I no longer 
walk around the house, but use an electric 
wheelchair all the time. A routine eye 
examination turned up a case of hyper- 
tension. I now take medication for that 
But the most startling thing about turning 
fifty is that I am now a candidate for all 
sorts of industrial strength medical tests, 
and these have brought me intoafrighten- 
ing intimacy with the medical establish- 
ment. 

Consider the one I had the other day. I 
had flunked a colon screening test twice in 
a row. The doctor decides ifs time for a 
serious look-see and sends me off to a 
specialist. Now, I hate meeting new doc- 
tors. I find very few know anything about 
cerebral palsy, and they view my inability 
to communicate by normal speech as a 
sign of mental retardation. But this spe- 
cialist is different, and he likes the commu- 
nication aid I'm using. With it I am able to 
tell him about any difficulties I may have 
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with the various tests he has proposed. 
He wants to do a colonoscopy. I say the 
prep on that will be too hard and the 
procedure itself is too invasive. We com- 
promise on a barium enema but agree 
that if it shows anything, he can perform a 
colonoscopy on me. 

After a day of not eating anything ex- 
cept liquids and sitting on the toilet the 
whole time, I'm ready to takt, the test. I feel 
weak, look like hell, am thinking like a 
bozo, and am trying to control my laxative- 
assaulted bowels while trying to drive my 
wheelchair. Pm not having fun. 

Then I meetthe x-ray team. They make 
me even more grumpy. They know noth- 
ing about cerebral palsy and even less 
about communication disabilities. Be- 
cause I realize I will be flat on my back, I do 
not bring my speech synthesizer, as I 
won't be able to access it I have with me 
instead a card with the letters of the alpha- 
bet printed on it. I hope these people can 
spell. 

With the help of my wife, they get me on 
the x-ray table and then tell my wife to 
leave. With my wife out of the room, they 
put my letter card on my wheelchair, well 
out of my reach. I find this chilling. These 
people have no intention of communicat- 
ing with me. 

They proceed to have their way with 
me. They yell at me for not relaxing as the 
tube goes in. These people should be 
aware that people with cerebral palsy 
can't relax on command. I want to tell her, 
but have no way to do it. Then the liquid 
goes in — fast More yelling about being 
tense. This is getting ugly. Then I'm left 
alone, and I start leaking. I try to hold it in 
to no avail. I start yelling, somebody 
comes, but they don't notice what the 
problem is. I start pointing wildly to my 
letter card, but nobody understands. 

This goes on the whole time. When 
the session is over and my wife is let 
back in the room, I tell her nobody would 
listen to me. One of the technicians tells 
her, "We got along fine." What we have 
here is a failure to communicate. 

By the way, the results were negative. 

Michael 8. Williams has a Master's 
Degree in Library and Information Stud- 
ies. He lives with his wife and son in 
Berkeley, CA. 
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REFLECTIONS ON THE AGING PROCESS 



by Maureen Arcand 



Those of us 
now reaching 
our sixties and 
above have 
lived our lives 
on the edge 
because 
information 
about CP was 
always a few 
steps behind 
us. 




To be asked to write for this very 
important issue of the NETWORKER is 
an honor and an opportunity. After over 
ten years of trying to bring attention to 
the matter of oeople growing older with 
cerebral palsy, this is the second big 
opportunity I've had in a matterof months 
to have the topic talked about. The 
other was as the oldest woman partici- 
pant in the Colloquium on Aging and 
Cerebral Palsy, an experience that gave 
me a new goal. 

Those of us now reaching our sixties 
and above have lived our lives on the 
edge because information about CP 
was always afew steps behind us. When 
I was born almost 65 years ago, unex- 
pectedly survived, but then failed to de- 
velop as my grandmother kept saying I 
should, no one could tell my parents what 
toexpect. Inmyfiftieswhenlbegansense 
changes in my ability to do things I had 
always done, again no one could tell me 
what to expect as I aged with CP. 

The papers from the Colloquium are 
meant to lay the groundwork for future 
action . To do that, we need to look at the 
progress that has been made, and my 
own experience will illustrate that. I 
have always been grateful that my par- 
ents used good common sense from the 
beginning, since there were no profes- 
sionals to advise them. My disability 



had no name until age three when a 
chiropractor called it "spastic paralysis." 
With his help, I began to walk. 

Until the age of seven, I had no therapy 
at all; none, that is, but my inclusion in 
the family and neighborhood. There 
was no hard pushing — just acceptance 
and encouragement. Looking back, it 
seems that I always had an innate ability 
to find other ways of doing things, and 
that ability turned out to be a key factor 
all my life. The earliest example of this 
was that I learned to roll on the floor to 
get where I wanted to go before I could 
walk. The neighborhood children caught 
the spirit and did things like throwing the 
ball at my extended bat, so I could hit it. 

School was different. My first effort at 
going to school — when the teachers 
didn't have the time or help to cope with 
the problems that having me in the class 
created — was a disaster. The best thing 
that ever happened was my transfer in 
second grade to a "School for Crippled 
Children" in a city thirty miles from home . 
It meant being away from my family five 
days a week, but I had a teacher who 
understood me and believed in my abili- 
ties, classmates who also haa physical 
limitations, and the first physical therapy 
I ever had. (There was no speech 
therapy until fifth grade.) 

You may think the therapy I could 
have used as a child was actually avail- 
able, but that we just didn't know about 
it then. Please, consider the fact that the 
city I went to school in was Madison, 
Wisconsin, and that each year I was 
checked by doctors at the University 
Hospital. That same University is now 
the home of the Waisman Center with its 
famous CP Clinic, Developmental Dis- 
abilities research and teaching facili- 
ties, and more recently its Project on 
Aging and Developmental Disabilities. 

People with CP reading this will un- 
doubtedly compare their own childhood 
to mine, as did many at the Colloquium. 
I heard people in their forties describe 
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early diagnosis and intense childhood 
therapy, and in the next breath tell me 
they seem to be experiencing the ef- 
fects of aging about ten years earlier 
than I did. They grew up in a period 
when the approach was M no pain; no 
gain," and youngsters were instilled with 
the idea that being able to walk was the 
most important ability in the world. With 
full and active lives, their bodies are now 
beginning to age. They are developing 
such things as arthritis, bladder problems, 
and changes in speech and swallowing. 
They want answers, but the professionals 
don't have the answers yet. 

The fact of the matter is that we can not 
stop living while we work to get the an- 
swers, in every phase of my life, I found 
the answers by doing and teaming from 
each experience. When I married, had 
children, raised them for the most part as 
a single parent, became involved in my 
community, and moved into the working 
world, it was always with the cerebral 
palsy, not in spite of it. When I had my first 
baby, I knew only one other woman with 
CP who had had children. My own body 
proved it could do it: not once but six 
times. I found ways of caring for them, 
maintaining a home, and teaching them to 
cope with my CP, too. 

I took that experience into the commu- 
nity as an organizer and advocate, into 
paying jobs including nine years in the 
Independent Living Movement, into lo- 
cal politics, and now into helping us all 
find the answers we're looking for. I 
picked up answers all along the way. 
After hearing for years that my speech 
could not improve as an adult, I proved 
it could when I got out and spoke up for 
other people. People learned to listen 
and not let the CP get in the way. Be- 
cause people remember end identify 
me by the CP, it became an asset. 

All of us, no matter how long we have 
lived with CP, have had different experi- 
ences and learned from them. Many of us 
have had problems with health care pro- 
viders not recognizing that CP affects our 
whole bodies. The problems can only 
multiply as we get older and recognizing 



the interaction of aging and CP becomes 
more difficult For those who are em- 
ployed and find we have less and less 
energy, do we need to look at reduced 
work schedules or early retirement? Are 
there others of us who have always walked 
but who now find that we can't walk as far 
as we used to? Will our pride let us 
conserve the energy we have by using a 
motorized chair or scooter? If we find it 
harder to get words out either because of 
shortness of breath or because ourtongue 
and throat muscles are not working as 
they used to, how will we compensate? 
These are questions we will be asking 
ourselves as individuals. 

The important question, and the one 
that should dominate our thinking, is 
how can we help each other? Somehow 
we must come together to work in groups 
to secure funding for research so that 
we build a base of information that people 
who come after us can build on. Schools 
training health care professionals must 
be convinced to teach more about CP, 
because no matter where in the system 
they work, health care practitioners are 
likely to encounter people with CP. 

Reading this issue of the NETWORKER 
devoted to Aging and Cerebral Palsy 
may be the first indication some have 
that these questions exist. Don't let it 
frighten you. It really is exciting to real- 
ize that people are now living long 
enough to have to ask them, and even 
more exciting is the fact that now you 
know that vou are not alone. There a:e 
others looking for the same answers 
you seek. Some of us will still be on tt\e 
edge, ahead of the answers, but this time 
lets team to share what life teaches us. 

Maureen Arcand consults and lectures 
on ADA implementation, disability aware- 
ness, and aging and cerebral palsy. She is 
currently working asaconsultanton aging 
and cerebral palsy for the Wisconsin Coun- 
cil on Developmental Disabilities. Prior to 
this she was a consultant on ADA Imple- 
mentation and Training for Dane County 
(Wl) and, for nine years, was an advocacy 
specialist for ACCESS for Indepen- 
dence. 
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SOCIAL AND EMOTIONAL DILEMMAS FACED BY OLDER 
PERSONS WITH CEREBRAL PALSY 



By Gary B. Seltzer, Ph.D. 

Many of the participants in the Colloquium on 
Aging and Cerebral Palsy were okier persons with 
cerebral palsy. We met as professionals and non- 
professionals to synthesize the very limited literature 
on the non-medical aspects of aging and cerebral 
palsy, to supplement the literature with personal 
accounts of life experiences, and to formulate rec- 
ommendations. The group members had expertise 
in research, training, policy and mental health. This 
article will highlight some of the major concerns 
discussed by the group. The group generated a 
considerable amount of material, the organization of 
which has been a challenge. I have attempted to 
retain the richness of insights while summarizing the 
major issues effectively. Any time one summarizes, 
however, one runs the risk of overgeneralizing. 
Although I have tried to control for this problem, I 
suspect I have not eliminated it. 

Definition of Cerebral Palsy 

The inadequacies of the prevailing definition of 
cerebral palsy were a major concern expressed by 
participants. The current definition describes cere- 
bral palsy as a non-progressive disorder. Cerebral 
palsy can be thought of as non-progressive in con- 
trast to other neurological disorders, such as 
Parkinson's or multiple sclerosis in which there is 
progressive neurological deterioration. However, 
cerebral palsy does affect the aging process. Per- 
sons with cerebral palsy tend to experience "aging" 
at an earlier age than most people. For example, 
many persons with cerebral palsy develop 
osteoporosis at 40 years of age, about : 5-20 years 
younger than ordinarily the case, which in turn may 
lead to secondary complications such as hip frac- 
tures. These progressive losses of functional abili- 
ties in middle and older age are unanticipated by 
many persons with cerebral palsy who thought that 
they had a non-progressive disorder. 

The present definition of cerebral palsy has been 
shaped primarily by the biomedical aspects of the 
disorder. In addition, most descriptions of the defini- 
tion refer to the developmental consequences of the 
disorder on children, neglecting the life-long effects 
of cerebral palsy on the individual. One alternative 
approach to defining and describing cerebral palsy 
would be a life-span perspective. Research that 
utilizes this approach has found that different sys- 
tems age at different rates. Development involves 
any age-related change, biological, social, psycho- 




logical, and otherwise, from conception to death. 
Depending on the particular function being studied, 
aging, as a process of development, may involve 
stability, growth or decline. Thus, after a person has 
reached middle or older age, s/he can also experi- 
ence gains in abilities, such as in some aspects of in- 
telligence or declines in function, such as in walking. 
By using a life-span approach to define and under- 
stand the life-long consequences of cerebral palsy, 
people with cerebral palsy, researchers, program 
planners, policy makers and others are more likely to 
include the normative adaptive changes as well as 
pathological age-related changes associated with 
cerebral palsy and do so from a functional perspec- 
tive inclusive of an array of biomedical and 
psychosocial perspectives. 

Transitions and Psychological Adjustment 

A major theme expressed throughout the work 
group by participants was the need for persons with 
cerebral palsy to be able to anticipate the type, 
severity and course of age-associated changes that 
are likely to occur in middle and old age. They 
needed this knowledge to exercise some control 
over aspects of their life affected by age-associated 
changes and cerebral palsy. These include social 
relationships, problems with ambulation and mobil- 
ity, sexuality, fear about the future, and coping with 
life events such as retirement. 

Maintaining meaningful social relationships be- 
comes increasingly difficult as we age and our peer 
group dwindles in size. A buffer to these losses is 
often the younger generation with whom we tend to 
become increasingly intimate. Persons with cere- 
bral palsy are less likely to have married and had 
children, who otherwise would provide social sup- 
port to them. For persons who also have mobility 
and/or speech difficulties, the isolation can be very 
difficult. It may help to anticipate these diminishing 
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social supports in older age and to support meaning- 
ful social relationships in early adulthood. 

The work place is often where social supports and 
other resources are developed. Not surprisingly, the 
transition to retirement provokes a variety of con- 
cerns in persons with cerebral palsy: concerns about 
health care benefits, loss of income, loss of contact 
with friends at work. Optimally, the transition to 
retirement needs to be paired with an expectation 
that there is a positive role or activity to which the 
individual is retiring. Oftentimes, the lack of financial 
and social resources mitigate against retiring to a 
new set of activities. Sometimes pre-retirement 
planning can provide support for this transition. 

However, in many instances, the person with 
cerebral palsy may not want to retire but is per- 
suaded or forced to retire by physical limitations and 
the lack of flexibility in the work setting. Health care 
personnel, for example, may strongly recommend 
retirement because of increasing physical limita- 
tions. Sometimes these limitations could be com- 
pensated for if health care personnel were aware of 
rehabilitation programs that focus on teaching the 
employee and employer how to make modifications 
in the work place. However, some employers, who 
recognize the difficulties the employee with cerebral 
palsy is experiencing, refuse to or cannot modify the 
job requirements. Under these circumstances and 
even when retirement is optional, persons with cere- 
bral palsy may lose one of their most valued social 
roles, work, and the accompanying social relationships. 

Social isolation is also related to the topic of 
sexuality and women's health issues. The difficulty in 
finding a life partner or a partner at all limits sexual 
contact and intimacy for some persons with cerebral 
palsy. Women with cerebral palsy often have to 
struggle with their own and others's stereotypic 
image of what is sexually attractive — is it looking like 
"Miss America"? Moreover, many women with 
cerebral palsy have to negate the recurring state- 
ments and expectations they hear that suggest that 
they need protection from sexual experiences. Be- 




cause they are not expected to marry and have 
children, they are not expected to be sexually active. 
These expectations have life-long social implica- 
tions. They also have health care implications. 
Generally, women with cerebral palsy lack access to 
gynecological and other gender specific health care, 
a need that becomes increasingly important for 
health maintenance as they age. Even when avail- 
able, though, some women with cerebral palsy may 
not seek this care because of the way they have 
been physically and psychologically treated by the 
medical establishment throughout their lives. 

Self-neglect is a related problem. Among the 
elderly, the occurrence of self-neglect is very high 
and may be even more of a problem for middle-age 
and older persons with cerebral palsy who are 
isolated, failing in daily functional abilities but deny- 
ing it, and who fear contact with social service and 
other agencies. 

For some persons with cerebral palsy, the transi- 
tion from being able to walk independently to wal king 
with devices or not walking at all seems to have 
profound psychological effects. Among the group 
members, there was unanimous agreement that 
they had been raised with the maxim thai being 
mobile was the key to "passing." They had been 
socialized to believe that "If you walk, then you can 
pass." The increasing mobility impairments experi- 
enced in oHer age not only provoke feelings about 
"passing," they raise fundamental concerns about 
independence. Forthepresentgeneration of middle 
aged and older adults with cerebral palsy, depen- 
dence means more than giving up some freedom 
and social status; dependence raises the threat of 
being placed in an institutional setting. 

Given these threats to their independence and 
freedom, it was not surprising that group members 
expressed much fear about growing old. A group 
symbol for this fear developed around the use of a 
scooter, an Amigo. Should one interpret the use of 
an Amigo as a tool that promotes independence or 
as a symbol of one's growing old and needing help? 
One group member, only partially in jest, wished that 
someone would develop " CP years, similar to dog 
years or cat years." He wondered further "whafs a 
person with CP like at 31 , 41 , 51 T He then drew an 
analogy between a "normal" person having $1000 
and a disabled person having only $100. If you take 
away $10, the "normal" person has $990 and the 
disabled person has only $90 left. The moral of this 
analogy may be that as one ages with cerebral palsy, 
one needs to support his/her shrinking resources by 
borrowing what one can from assistive devices and 
technology. 

(continued on Page 22) 
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ADULTS WITH CEREBRAL PALSY: EXERCISE AND FITNESS 



by Margaret Turk, M.D. 

Exercise and fitness have been considered an 
important part of daily routine and preventive 
medical care since the 1960's. The virtues of 
exercise have been noted in books, pamphlets, 
and television and radio shows, as well as the 
scientific literature. Benefits include more effi- 
cient muscle, heart, and lung function (fitness), 
weight reduction, improved mood, and improved 
sleep to name a few. To this end, health clubs 
have become a part of American culture, and 
parks are filled with exercise-conscious individu- 
als. However, the audience for articles on fitness 
and the advertisements for health clubs, not to 
mention the individuals in the parks, are usually 
people without disabilities. It has only been re- 
cently that exercise and fitness have come to be 
recognized as an important issue for people with 
disabilities. The scientific literature does report 
the benefits of some exercises for people with 
certain disabilities, and we can learn from these 
studies. There are also general principles of 
exercise that can be applied to all individuals. 

Adults with cerebral palsy have become more 
vocal regarding their health issues in the past few 
years. Many questions revolve around increased 
fatigue, lack of flexibility, and pain. In fact, health 
care providers who work with and care for persons 
with CP recognize that there are some common 
complaints adults often voice in the areas of 
endurance and musculoskeletal pain. Some of 
the complaints are not unlike those of nondisabled 
adults as they age, although adults with CP may 
note these at a younger age. (This age differential 
is suspected, but not yet proven.) A strong, 
scientifically based study is underway, but is not 
yet completed, to report the percentages of prob- 
lems and the risk factors associated with each. 
Nonetheless, a growing number of health care 
providers appreciate that adults with CP do have 
these concerns and complaints, that the com- 
plaints are real, and that there are some interven- 
tions which can be tried. More importantly, there 
may be some prevention strategies in the area of 
exercise and fitness that may delay the onset of 
these problems or ameliorate them before they 
become problematic. This article will deal with the 
prevention aspects of a regular exercise program. 



Considering what we know about aging in gen- 
eral, issues of flexibility and endurance should be 
addressed through adulthood to maintain a level 
of activity. In a person with CP (who is likely to use 
more energy to complete routine tasks and who 
often has had to deal with the inflexibility of spas- 
ticity for a lifetime), these issues may come to bear 
at a younger age than his/her nondisabled coun- 
terpart. Therefore it would make some sense to 
begin an individual and independent exercise 
program early in life that could be done on a 
regular basis to either achieve a higher level of 
activity or maintain a desired level of activity. And, 
if a program were not started during teenage 
years, it would make sense to start a regular 
exercise program as an adult either as a preven- 
tion strategy or to address some existing areas of 
concern. However, a person's functional capabil- 
ity will dictate what exercise* »^an be done inde- 
pendently or with assistance, and will also dictate 
accessibility to endurance and fitness activities in 
particular. Because of joint deformities and un- 
usual joint alignments from spasticity, typical re- 
petitive and weight-bearing activities (running, 
walking, weight lifting to name a few) may be more 
harmful than helpful. 

Also, as should be the case for anyone em bark- 
ing on a new exercise and fitness program, advice 
should be soughtf rom a knowledgeable physician 
to ensure that no other unknown, adverse condi- 
tions are present. A physical therapist knowl- 
edgeable about cerebral palsy will also be helpful 
in development of and instruction in a progressive 
program. Although there are no specific reports in 
the literature on exercise for adults with CP, gen- 
eral principles of exercise can be followed. The 
three types of exercise are described below: 
stretching, strengthening, and conditioning. 
Stretching 

Probably the most important type of exercise is 
stretching to improve flexibility. This is important 
for all adults, with and without disabilities. As we 
age, we need to stretch more to maintain our 
functional level. People with spasticity are prob- 
ably more at risk than others for losing flexibility, 
despite keeping up a relatively active lifestyle. 
Thinking that walking or riding a bike will improve 
flexibility in and of itself is misleading, however. 
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Each type of exercise is directed toward a specific 
goal: walking and riding a bike have more to do 
with fitness than with flexibility or strengthening. 
However, flexibility or strengthening may improve 
the activity by preventing possible injuries (sprains 
and strains in particular). 

Stretching should be done slowly, without 
bouncing. The stretch should also be prolonged, 
holding the extreme tolerated stretch position. 
Stretching should always be done before other 
exercise, competition or sporting activity. Having 
the assistance of another person will make the 
stretching easier and sometimes more beneficial. 

People with CP often have a regular stretching 
routine twice a day: it can alleviate early morning 
muscle or joint pain on arising and can decrease 
that pain after a long day. Sometimes using ice or 
heat before the stretching can be helpful. The 
muscle groups that should be stretched depend 
on the individual, but commonly include ham- 
strings (posteriorthigh muscles), adductors (inner 
thigh muscles), and calf muscles. Adults with CP 
will probably remember some of these exercises 
as a part of their childhood physical therapy pro- 
gram. The difference, of course, is that the indi- 
vidual becomes responsible for the exercise, not 
the therapist. 

Strengthening 

Strengthening exercises are not as universally 
beneficial for persons with CP as are flexibility 
exercises. Many individuals with CP cannot iso- 
late muscle groups and therefore move their ex- 
tremities in "patterns" of extension or flexion; that 
is, they cannot bend their ankle to bring their foot 
up toward their face (dorsiflexion) while their knee 
is held out straight (extension). Consequently, it 
would be very difficult to try to strengthen some 
muscle groups because they cannot be controlled 
specifically enough to be active in the exercise. 
There are some individuals who can isolate move- 
ments for strengthening exercises, but do not use 
these muscle groups in regular activities; the long 
lasting benefit (or harm) of a strengthening pro- 
gram to these individuals is not known. Other 
individuals with CP, who can isolate muscle groups 
for exercise and in daily functional activities, will 
benefit from participating in strengthening pro- 
grams. 

A strengthening program for persons with CP 
with muscle groups having no or mild spasticity 
can be successful. However, the effect of strength- 



ening exercises in adults with CP is not well 
studied. To embark on such a program would 
require good discussion with knowledgeable health 
professionals initially. The type of strengthening 
exercise and the equipment needed will be deter- 
mined by the initial evaluation and the goals. 
There could be some risks for muscle and joint 
complaints without knowiedgeable direction. Cer- 
tainly an ongoing program oan be maintained at 
home or, where possible, in a health club. The 
program needs to be changed as gains are made, 
although there is a limit to the amount of improve- 
ment that can be achieved. 

To maintain an improved strength status, 
strengthening exercises must be done routinely. 
A general activity program (like walking) will main- 
tain an improved strength level within the limits of 
the activity; continued strengthening exercises 
must be continued for strengthening gains in 
muscles not used in that activity or not used to the 
maximum level. 

Conditioning 

A general conditioning program is probably the 
most neglected form of exercise for people with 
disabilities. People with disabilities have been 
shown to use more energy to perform some tasks 
than their nondisabled counterparts. In fact, the 
scientific literature reports that, because of higher 
energy use, children with spastic diplegic CP 
choose a slower walking speed than children of 
the same age who are not disabled. There is also 
mention of adolescents with developmental dis- 
abilities changing their mode of mobility because 
of fatigue from high energy use. The literature 
does report improved fitness in individuals with 
disabilities who participate in conditioning pro- 
grams. Theoretically, then, persons with CP 
should benefit from such an exercise program. 

A structured conditioning program consists of a 
warm up period (lasting about 5 to 1 0 minutes), an 
activity period that can raise and maintain the 
heart rate above the resting heart rate (within 
certain parameters called the target zone) for 
about twenty to thirty minutes, and a cool down 
period (about 5 to 10 minutes). There are three 
requirements: (1) no heart problems so the activ- 
ity can be managed, (2) ability to participate in 
some sustained type of activity, and (3) ability to 
monitor your heart rate. 

Regarding cardiac status, a physician should 
be able to give the go ahead to participate in a 
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fitness program. There does not seem to be any 
higher incidence of heart problems in persons 
with CP, and family risks should be the same as for 
people without disabilities. Finding a sustainable 
activity that increases blood flow to the heart and 
large extremity muscles could be the most diffi- 
cult The best exercise involves any rhythmic, 
repetitive activity which can be continued for two 
or more minutes, without huffing and puffing after- 
wards. People without disabilities routinely par- 
ticipate in swimming, biking, or running/walking as 
a means of maintaining an activity level. These 
are choices as well for people with CP, although 
balance limitations, existing joint complaints, in- 
creased risk for joint pain, or accessibility may 
make these options not possible. Modifications to 
equipment may be possible, but may be avoided 
by professionals and health clubs because of 
liability concerns. Activities involving arms only 
can also be used but are less likely to raise the 
heart rate consistently. 

As in strengthening activities, there is a limit to 
improving the efficiency of the heart and lungs. 
There is also a need to maintain the improved 
fitness by a three-times-a-week maintenance pro- 
gram. If you decrease your exercise program to 
once a week, half of your fitness will be lost in 1 0 
weeks. Stopping altogether will result in complete 
loss of gained fitness in 5 weeksl A less aggres- 
sive approach can be attempted, with some ben- 
efit, from a general activity program, but not to the 
degree noticeable in a well outlined program. 

Getting Started 

Of course, starting any organized and strenuous 
exercise program requires a good evaluation and 
direction from a health care provider expert in this 



area. The program will also have to be adjusted as 
gains are made. Once attained, physical fitness 
must be maintained by regular exercise. Exercise 
should become part of your lifestyle. If unavoidable 
circumstances keep you from exercising for a few 
days to a few weeks, start the program again at a 
tower level than when you quit. 

Listen to your bodyl If you note any changes or 
symptoms that are disturbing, uncomfortable, or 
otherwise unusual for you, stop the exercise and 
consult your physician. In particular, any com- 
plaints of heart palpitations, chest pain, or dizzi- 
ness should be addressed immediately. Other 
complaints of joint or muscle pain, nausea, or 
fatigue may have to do with your exercise plan. If 
those complaints persist after adjustments to the 
program, medical evaluation is indicated. 

Exercise is a healthy response to aging and 
concerns about maintaining a functional level. 
Persons with CP often view an exercise program 
as one more encounter with a health care system 
that may not have been especially responsive in 
the past. In actuality, an exercise program should 
not ultimately be health-care based. Programs 
can be designed for home or health club and, in 
fact, they should be the model. The individual 
should be responsible for the exercise activity, 
both in initiating the concept and following through 
in the program. Most of all, exercise should be an 
enjoyable recreationl 

Margaret Turk, M.D., is Associate Professor in the 
Department of Physical Medicine and Rehabilita- 
tion, Department of Pediatrics, SU NY Health Sci- 
ence Center, Syracuse, New York. She is also 
Medical Director of St. Camillus Head Trauma 
Rehabilitation Program. 
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CEREBRAL PALSY ACADEMY TO STRESS INVOLVEMENT 
OF PEOPLE WITH DISABILITIES 



by Alfred L Scherzer, M.D. 

The American Academy for Cerebral Palsy and 
Developmental Medicine (AACPDM) has become 
increasingly aware of the need for more involve- 
ment from people with cerebral palsy and their 
families in its programs and activities. An ad hoc 
study committee was set up two years ago to 
evaluate how such involvement could best be 
organized. As many of you are aware, the Acad- 
emy is an international multi-disciplinary profes- 
sional organization whose purpose is information 
exchange and professional education of its nearly 
two thousand members. This is accomplished by 
means of an Annual Meeting at different sites 
around the country, regional courses, a regularly 
published newsletter, and an international profes- 
sional journal, Developmental Medicine and Child 
Neurology. 

Just recently the Academy endorsed the rec- 
ommendations of an ad hoc committee and ap- 
proved formation of a new Committee on Advo- 
cacy and Parent/Consumer Partnership. (This 
name is still open to possible revision.) Its pur- 
pose is to bring the interests and needs of people 
with cerebral palsy and their families directly into 
the organization through the Committee and Board 
of Directors. It is planned to have both local and 
national representatives meet with the Committee 
at the time of each Annual Meeting. Also, a 
consumer forum will become a regular feature of 
the Annual Meeting. 

In order to develop suggestions of how best to 
involve people with cerebral palsy in the Acad- 
emy, a breakfast meeting was held on April 30th 
in Washington, D.C. at the UCPA Annual Confer- 
ence with a group of persons with cerebral palsy 
who were attending the Task Force on Aging and 
Cerebral Palsy. Representatives of the Academy 
included Michael Alexander, M.D., President, Ernie 
Weinrich, Leon Sternfeld, M.D., and Alfred 
Scherzer, M.D., Committee Chairman. 

Suggestions included appointing a person with 
cerebral palsy (or the parent of a child with cerebral 
palsy) as an ex officio member of the board, and 
having a consumer membership category, with a 
different fee schedule. At the Annual Meeting, the 
group endorsed having local consumer representa- 



tion on the committee as well as representation from 
national service organizations. 

There were many suggestions of subjects to be 
included in the AACPDM program. Above all was 
the need for the Academy to reach out to the 
medical profession in general, and to specialty 
groups in particular, to sensitize professionals to 
the needs of people with disabilities. Specific 
suggestions in this regard included: 

1 . Develop printed instructional materials to ori- 
ent professionals in dealing with persons who 
have cerebral palsy; 

2. Produce video materials with guidelines for 
working with persons who have cerebral palsy; 
these would stress special needs such as 
speech and motor problems, and would aim to 
sensitize professionals to the individual life 
styles and social situations; 

3. A central hot line should be established for 
immediate professional guidance and assis- 
tance in patient management; 

4. Through Academy auspices, presentations 
should be made to medical specialty groups 
by persons with cerebral palsy concerning 
general medical needs; 

5. Regional courses should be more frequently 
scheduled as a means of reaching out to local 
practitioners; 

6. The Academy should use its influence in an 
organized way to work toward changes in 
medical school curricula that would sensitize 
physicians early on to the needs of people with 
disabilities: 

7. A listing should be available of physicians who 
have disabilities and who might be especially 
sensitive; 

8. Means for more broadly circulating the Acad- 
emy membership listing should be explored 
as well. 

Other topics for Academy consideration were 
the following: 

1 . Newly developing information on physical aging 
of people with cerebral palsy- especially the 
need for informing people at an early age; 
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4. Sexuality and reproduction issues in relation 
to persons with disabilities; 

5. Regular updates on medication use and inter- 
actions; 

6. Financial and health delivery issues, including 
standards for care, dealing with prescriptions/ 
equipment for insurance claims; 

7. Advocacy for standards and uniformity of ven- 
dors, equipment, and treatment modalities. 

This meeting also presented an opportunity to 
further strengthen the newly developing Academy/ 
UCPA Coordinating Committee. This venture is an 
attempt to extend the mutual contact which has 
existed over many years in which Dr. Stemfeld, as 
UCPA Medical Director, served as a liaison on the 
Academy Board of Directors. Many have felt the 
need for greater direct involvement between the two 
organizations. A first meeting of this joint committee 
was held in January in Washington to prepare an 
agenda and future strategies. It was dramatically 
clear at the April meeting that more direct involve- 
ment by persons with cerebral palsy would greatly 
benefit both organizations! This will be vigorously 
followed up in future deliberations. 

Alfred L Scherzer, M.D., is Chairperson of 
AACPDM's Committee on Advocacy and Parent/ 
Consumer Partnership. 



SOCIAL AND EMOTIONAL DILEMMAS... 

Continued from Page 17 
Conclusions 

The dynamics of a group of persons with cerebral 
palsy and professionals working together on the 
above topics was incredibly powerful. Not only did it 
produce noteworthy insights and recommendations, 
it also gave participants an opportunity to share their 
thoughts and feelings with each other. Because of 
the dearth of role models and the recency of persons 
with cerebral palsy living until old age, this type of 
group process fostered introspection and sharing 
that should be replicated in other settings. 

One note of caution: The content of this article is 
heavily influenced by the composition of the group 
who met as part of the Colloquium. Some of the 
problems described may represent a skewed pic- 
ture of what the non-medical issues are for the larger 
population of older persons with cerebral palsy. 
Persons with cognitive limitations and persons 
with severe seizure disorders, for example, were 
not represented. Thus, not only is there a need for 
more knowledge aboutthe complex issues raised 
in this article, but we need to become more inclu- 
sive of diversity within cerebral palsy. In so doing, 
we also need to begin to investigate the diverse 
patterns of age-related changes that exist among 
all older persons with cerebral palsy. 

GaryB. Seltzer, Ph.D., is Associate Professor 
in the School of Social Work at the University of 
Wisconsin and Director of the Aging and Develop- 
mental Disability Clinic at the Waisman Center, 
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BROWSING THROUGH THE BOOKSHELF— 



David Bauer on Books 

Aging with a Disability 

By Roberta B. Trieschmann, Ph.D. 
Demos Publications 1 48 pages 

Aging in the United States is a growth industry. 
Baby boomersof the late 1 940's and early 1 950'sare 
about to mature, and this grand event has energized 
corporate America, government and nonprofit groups 
such as AARP into providing assistance to ease and 
enhance the greying of America. 

Partly because of their small numbers, baby 
boomers with disabilities have not been as fortunate 
as their nondisabled counterparts in obtaining assis- 
tance with the aging process. Until recently, disabled 
people in their 40's and 50's were "rare birds" indeed, 
although advances in medical treatment coupled 
with the impact of the independent living movement 
are increasing the number of older adults who are 
asking, often demanding, help with aging. 

Help has have been slow to materialize and 
Roberta Trieschmann in Aging with a Disability, 
presents a superb review and analysis of the 
political, social and economic constraints that can 
make aging such a painful process for people with 
disabilities. 

Writing in 1987, Trieschmann concluded that in- 
stead of a health care system, the United States had 
opted for a "sickness treatment business" that fo- 
cuses on biological-organic dysfunctions and fre- 
quently ignores psychosocial and environmental 
factors that play an important role in determining a 
person's wellbeing. A society that treats a pressure 
sore with surgery and immobilization but ignores 
accompanying problems of depression and financial 
resources is, she reasons, poorly equipped to pro- 
vide the comprehensive services needed by per- 
sons with disabilities who are aging. 

In a recent interview, Trieschmann said that the 
myopia of the health care system in the United 
States had gotten worse. She praised the Clintons' 
health care package and the drive for universal 
coverage, but criticized the continuing emphasis 
on a technical/medical approach to aging and 
disability that she discusses in her book. 

The current system, she argues, is deficient not 
only because it cannot adequately address the prob- 
lems associated with aging and disability but also 
because it is directly responsible for huge increases 
in medical costs. A technical approach to health care 



views a patient as a collection of body parts, each of 
which can be competently treated by a specialist. 
The proliferation of medical personnel raises the 
cost of treatment but at the same reduces prospects 
for complete recovery because the totality of an 
individual's needs are lost in the confusion. 

Trieschmann goes further. Her book strongly 
questions the effectiveness of the corporate part- 
nerships and hospitals that now deliver a sizeable 
portion of the nation's medical care, and she now 
advocates that all medical practioners be salaried 
employees of not-for-profit organizations. 

Trieschmann's prescriptions for restructuring 
health care will not be well-received by all readers 
even though some form of her proposals to cut 
costs seem likely to be embodied in federal health 
care legislation. 

Her analysis of the problems that aging with a 
disability can create will find a wider audience. 
Trieschmann's book grew out of a grant from the 
Paralyzed Veterans of America, and the aging of 
people with spinal cord injuries and, to a lessor 
extent, polio, receive major attention. But the 
methodological framework within which she dis- 
cusses fatigue, muscle weakness and atrophy, 
stress, infection, hypertension and other condi- 
tions will be valuable to people with cerebral palsy 
and other disabilities. 

Trieschmann also discusses some of the is- 
sues such as the likelihood of suicide and alcohol 
and drug abuse that unfortionately are not usually 
mentioned in literature on aging and disability. 
Suicide does not appear to be a major cause of 
death among older people who acquired a disabil- 
ity early in life, although Trieschmann insists on 
the need for more statistical data, as she does for 
many aspects of aging with a disability. 

Trieschmann is a clinical psychologist who uses 
case histories as well as an impressive array of 
medical and studies to buttress her analysis and 
recommendations. Her book is required reading for 
anyone interested in aging and disability. 

David Bauer is an economist who, upon retire- 
ment from the U.S. Department of Treasury, was 
persuaded to work part-time as a Consultant on 
Aging and Cerebral Palsy for UCPA 's Community 
Services Division. 
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1994 UCPA Annual Conference 

March 17-19 



Save the dates for three days packed with information, fun and networking 

at Chicago's Stouffer Riviere Hotel. 
Topics for plenary and concurrent sessions include: 



Aging and Cerebral Palsy 
Public Policy Updates on Health Care and Inclusion 
Disability Issues for the post-ADA Era 
Survival Skills for the 90's 
UCPA and Affiliate Technology Initiatives 

For more information, call 1 -800-USA-5UCP V/TT. 
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